CLL HORIZONS 2025

KRAKOW +« POLAND -« 11-13 SEPTEMBER

LEARN. SHARE. GROW. International conference of organisations representing people with CLL.

CLL HORIZONS 2025

Krakow, Poland 11 —13 September 2025
Agenda

The conference begins Thursday 11" of September at noon with our welcome lunch and continues
through to Saturday 13" September ending with our farewell lunch at 13:00.

- We have a joint session with iwCLL on Friday 12" September beginning at 15:30pm CET
Delegates will be transferred by bus to the iwCLL conference site.

- We have satellite breakfast events Friday and Saturday at 08:00 CET

The Horizons theme aligns with World CLL Day and is structured into three key session segments:
Understand, Decide, and Thrive.

Thursday 11th September

12:00 - 13:00 | Welcome reception lunch
Sobremesa Hotel restaurant

Opening plenary

13:00 - 13:55| CLLAN in Action: Global Updates and What’s Next
Main room Mariposa

Get the latest on key initiatives from the CLL Advocates Network. This session
offers a concise update on current projects, upcoming reports, and advocacy
tools in development - followed by an open Q&A. Learn how CLLAN’s work is
shaping care, support, and collaboration across the global CLL community

Speakers: Peter Haggert (Chair)
Panellists: Nick York, Johannes Forner, Jennifer Wilson

14:00 - 14:45| CLL 101 Reimagined: Connecting Science, Support, and Advocacy
Main room Mariposa

Explore a new approach to CLL 101, tailored to clinicians, advocates, and
patients. Gain insights from industry leaders on the science, diagnosis pathways,
and advocacy strategies that empower informed care citing diverse cases and
circumstance in different countries. This collaborative lens bridges expertise and
lived experience.

Speakers: Dr. Ben Kennedy — HIC perspective
Prof. Oliver Karanfilski — LMIC perspective

Panellists: Dr. Ben Kennedy, Prof. Oliver Karanfilski Jana Pelouchova,
Dr Brian Koffman




Focus Area: Understand
Chairs: Peter Haggert and Pierre Aumont

14:50 - 15:20

"Beyond the Cure: Prioritising Quality of Life and Side-Effect Management
in Patient Care"

Main room Mariposa

Advocates play a critical role in preserving quality of life by addressing treatment-
related side effects. Through multidisciplinary collaboration, they support symptom
control, integrate patient-reported outcomes, and promote holistic care - ensuring

patients maintain physical comfort, emotional resilience, and daily functionality
throughout their cancer experience.

Speakers: Prof. Stephen Opat — HIC perspective
Prof. Oliver Karanfilski — LMIC perspective
Panelists: Prof. Stephen Opat and Prof. Oliver Karanfilski,
Rita Christensen (HIC), Sirirat SaeYang (LMIC)

15:20 - 15:35

Break

15:35 - 16:05

"Amplifying the Patient Voice: The Power of data in CLL Patient Advocacy"
Main room Mariposa

Explore how CLL patient advocacy drives meaningful change - from influencing
treatment access to shaping policy. Learn how data, lived experience, and
collaboration empower advocates to improve outcomes, support informed

decision-making, and ensure the patient voice remains central in the evolving
landscape of Chronic Lymphocytic Leukemia care.

Speakers: AJ Poots
Kathryn Huntley
Q&A

16:10 - 16:40

"Breaking Down Barriers: Empowering Advocates to Strengthen Patient
Communication"

Main room Mariposa

This session equips advocates with tools to enhance patient communication by
building trust, addressing health literacy, and navigating cultural and emotional
barriers. Through real-world strategies and collaborative insights, participants will

learn how to ensure patients feel heard, respected, and empowered - ultimately
improving engagement, adherence, and outcomes across the care continuum.

Speakers: Dr. Ben Kennedy
Jennifer Wilson
Q&A




16:45-17:15

“Navigating the Emotional Landscape: Advocacy for Psychological
Resilience in Cancer Care”

Main room Mariposa

This session examines the emotional and psychological challenges patients face
throughout their cancer experience. Advocates will gain tools to recognize
distress, foster emotional resilience, and provide compassionate support -
ensuring patients feel seen, heard, and empowered.

Speaker: Dr. Christina Karamanidou

17:20 - 17:50

“Navigating the System: Global Advocacy Perspectives on Breaking
Barriers to CLL Care"

Main room Mariposa

Expert speakers highlight the systemic challenges CLL patients face in accessing
care, with insights from advocates across diverse countries, cultures and
healthcare systems, Global voices will share strategies to dismantle barriers and
promote equitable access to diagnosis, treatment, and long-term support
worldwide.

Speakers: John Seymour
Lise-lott Eriksson
Leila Uliza

18:00 - 19:00

Poster Presentation
Main room Mariposa

19:30 - 22:00

Dinner
Sobremesa Hotel restaurant

Friday 12th September

8:00 - 9:25

BeOne Satellite Symposium session “Closing the patient-HCP
communications gap during CLL active monitoring”

Breakout room Abeja

Facilitated by Dr Brian Koffman & Dr Rachel Giles, in collaboration with
Dr Ben Kennedy and Mr Johannes Forner

Focus Area: Decide
Chairs: Kathryn Huntley and Felice Bombaci

9:30 - 10:20

“Shared Decisions, Stronger Outcomes: Supporting Patients Through
Knowledge”

Main room Mariposa

Discover practical strategies to deliver balanced, clear, and compassionate
information that helps patients make informed choices about their care. This
session highlights inclusive communication, tailored resources, and tools to
support shared decision-making, ultimately fostering trust, empowerment, and
improved health outcomes.




Speaker: Dr. Ben Kennedy
Panellists: Raymond Vles
Shova Karki

10:25 - 11:20

“Health Literacy 101: Bridging the Gap Between Care and Comprehension”
Main room Mariposa

Explore how advocates and clinicians can demystify medical language, enhance
patient understanding, and promote informed decision-making. This dynamic
panel unpacks practical approaches for simplifying complex health information
and empowering patients with the clarity they need to confidently navigate their
care pathway.

Speakers: Dr. Alina Gerrie
Michael Rynne (HIC)
Aleksandra Mladenovic (LMIC)

11:25-11:40

Break

11:40 - 12:25

Breakout Session 1: Patient Organistion Funding Raising — Choose one
group

Group A - For Patient Organisation needs: Strategic Fundraising at Scale
Breakout room Abeja

Uncover data-driven strategies to prioritise fundraising initiatives for greatest
organisational impact. This session explores how large teams can coordinate
departments, align goals, and channel resources toward high- yield efforts that
drive meaningful change - ensuring every campaign advances your mission with
precision and purpose.

Speaker: Marianne van Maarschalkerweerd
Group B - For Patient Organisation needs: Focused Fundraising
Breakout room Avispa

Learn how small teams can cut through the noise to fundraise smarter. This
session shares simple, effective tactics to identify high-impact opportunities, set
achievable targets, and build donor relationships that grow with you - ensuring
your energy and limited resources go where they make the biggest difference

Speaker: Jana Pelouchova

12:30 -13:15

Breakout Session 2: Patient Organistion Resource Allocation — Choose
one group

Group A - For Patient Organisation needs: Strategic Resource Allocation
Breakout room Abeja

Discover how large organisations can optimize advocacy impact through smart
resource distribution. This session explores data-driven decision- making, cross-
department collaboration, and funding models that ensure every ‘dollar’

contributes meaningfully to advancing your mission and reaching your community
at scale.

Speaker: Jenny Zhang




Group B - For Patient Organisation needs: Small Budget, Strong Impact
Breakout room Avispa

Explore how small advocacy teams can stretch limited funds for powerful results.
This session offers practical tools for prioritising needs, streamlining efforts, and

choosing high-impact investments - helping you make every resource count
without sacrificing your mission or momentum.

Speaker: Ana Marjanovikj

13:30 - 14:30

Lunch

15:30 - 16:15

Joint session with iwCLL
ICE, Theater Hall (S2), Entrances On Level 0 & 1

Chaired by Prof. Anna Schuh

Delegates will be transported offsite to attend the iwCLL meeting, which is located
approximately seven minutes away by bus.

Session 1: Understanding immune related challenges in CLL, research
developments, unmet needs and collaboration to improve patient
outcomes

Exploring approaches and practical solutions to bridge the knowledge and
evidence gap. How do we continue to move the needle of change forwards as a
multidisciplinary stakeholder community to address unmet needs and improve
patients’ QOL and outcomes in relation to SID?

e Prof. Carsten U. Niemann, Copenhagen University Hospital, Denmark
Bridging the evidence and knowledge gap, national directories, and
data-driven approaches that capture patient-focused outcomes,
extrapolate trial data and real-world data to improve care and practice
- (15 min)

e Nick York (CLLAN) & Prof. Stephen Opat, Monash Health, Melbourne
Improving patient outcomes as a global multi-stakeholder community;
launch of the CLL Immune Challenges Taskforce - (15 min)

e Panelists: Prof. Carsten U. Niemann, Prof. Stephen Opat, Prof. Anna
Schuh, Johannes Forner, Peter Allen, John Greensmyth & Nick York

Discussion & Q&A - (15 min)

16:15-17:00

Session 2: PPIE involvement in clinical study development, building
capacity in patients and the research teams

ICE, Theater Hall (S2), Entrances On Level 0 & 1

Exploring examples of accepted guidance of good practice and principles,
evidence of benefits and impacts, identifying challenges and solutions to
overcome barriers.

o Prof. Anna Schuh, Churchill Hospital, Oxford University, UK
PPIE in clinical study development — PI perspective - (10 min)

e Johannes Forner, Patient Advocate, CLLAN SC, Germany
PPIE in clinical trial design and performance — DKFZ/NCT process,
Germany - (10 min)




o Peter Allen & John Greensmyth, Patient Advocates, CLL Support UK
STaR patient initiative — PPIE patient empowerment and registry, UK -
(10 min)

e Panelists: Prof. Carsten U. Niemann, Prof. Stephen Opat, Prof. Anna
Schuh, Johannes Forner, Peter Allen, John Greensmyth & Nick York

Discussion & Q&A - (15 min)

From 18:30

Delegates will be given a guided tour while walking to Wawel Castle for a
reception with iwCLL participants

Saturday 13th September

Focus Area: Thrive
Chairs Jana Pelouchova and Michael Rynne

8:00 - 9:25

AstraZeneca Satellite symposium session: 'l Deserve': 6 consensus
principles for improved care for people living with CLL”

Breakout room Abeja
Facilitated by Dr Brian Koffman

9:30 - 10:10

“Thriving at Work: Advocating with Strength and Self-Care”

Main room Mariposa

Balancing advocacy with personal well-being takes more than passion - it takes
strategy. This session explores how advocates can sustain their work while
managing lived experience, trauma exposure, and burnout risk. Learn practical
tools for resilience, boundaries, and emotional sustainability that support thriving -
not just surviving - in mission-driven roles.

Speaker: Dr. Christina Karamanidou & Maria Vasilopoulou

Panellist: Jan Rynne, Michael Rynne & Jose Luis Castro Aguilar

Q&A

10:15 - 10:45

“Mind Over Matter: Advocating Through Uncertainty with Resilience”
Main room Mariposa

Being a patient advocate means holding space for others while navigating your
own journey. This session provides tools to support mental health, build resilience,
and cope with emotional strain. Discover how to maintain perspective, protect
your energy, and find purpose - even when challenges hit close to home.

Speaker: Dr. Christina Karamanidou & Maria Vasilopoulou
Q&A

10:45 - 11:05

Break

11:05 - 11:40

“The Power of Connection: Strength in Shared Stories”
Main room Mariposa

Connection fuels resilience. This session explores how patient advocates can




build meaningful support networks, harness peer experiences, and cultivate a
sense of belonging. Learn how community not only uplifts individuals but
strengthens advocacy by fostering empathy, mutual understanding, and shared
purpose in even the most challenging moments.

Panellists: Ross Bragg, Milica Kuzmanovska & Deborah Henderson

11:45-12:15

“Global Voices, Proven Impact: Advocacy Best Practices from Around the
World”

Main room Mariposa

This energising session spotlights three powerful advocacy strategies shared by
leaders across the globe. From grassroots mobilization to system-level change,
discover adaptable, real-world approaches driving results. Learn how international
perspectives can strengthen local action and inspire fresh thinking in your own
advocacy experience.

Speakers: Jenny Zhang - HOUSEQ86, China
Ismail K. Mwaruka - Blood Cancer Foundation Of Tanzania (BCFT)
Pasusant Wattanaboony — CLL Thailand, Thailand

12:20 - 13:00

“Innovations in CLL Care: Hope on the Horizon”
Main room Mariposa

Chronic lymphocytic leukemia (CLL) care is evolving rapidly. This session
explores the latest breakthroughs in treatment and research, highlighting how
innovation is transforming outcomes and offering new hope. Join us to learn
what’s emerging on the horizon and what it means for patients, caregivers, and
advocates worldwide.

Speaker: Prof. Shankara Paneesha
Panellists: Arman Vardevaryan & Ron Moskovitch

13:00 - 13:30

Closing learnings / Best Poster Award
Main room Mariposa

13:30 - 14:30

Farewell lunch
Sobremesa Hotel restaurant




